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ABSTRACT

As a means of understanding how art can translate the legacies of grieving hospice patients, I collaborated with  
Hospice of Wake County to establish a working hypothesis and model of implementation for an outreach program for hospice  
patients. I also developed an ongoing series of work as a personal visual response to the experience.  The outreach program 
focuses on recording the legacies of the dying—the stories of hospice patients—and the visual response took and will continue  
to take the form of installations that attempt to engage viewers with those stories. 
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PROJECT STATEMENT

Grief as concept has informed my work ever since I entered adulthood and my mother was diagnosed with a terminal 
illness. Up until her death, six years post-diagnosis, I was making purely cathartic work, utilizing textile techniques with both 
traditional and alternative materials.

During the last five months of her life, my mother received hospice services which addressed not only the physical  
manifestations of her illness, but also the emotional, spiritual and psychosocial symptoms. Grief was addressed and examined  
as a natural part of the dying process for the patient.

After my mother's death, I created pieces that were still about the raw emotionality of my grief, but I also began to  
address grief in a more intellectual way, uncovering my thought-process as it existed in mourning. Evaluating my own grief  
responses gave me artistic insight and emotional clarity and spurred an expansion in my work: I began to interview others about  
their own grief responses. This gradual shift in my work led me to begin community outreach efforts with Hospice of Wake  
County (HOWC). After serving as a family support volunteer for a year and a half, I met with HOWC's volunteer coordinator to  
determine the realities of initiating an effort to document and visually translate the stories of hospice patients. 

To effectively carry out the project, I analyzed and compiled research regarding grief as a means of understanding  
grieving processes and variations more completely, and to be better equipped to serve patients in future interactions.  
Understanding the definition, importance, and compulsion of sharing a legacy served as a vital tenet of my research pursuits, as I  
established a working hypothesis and model of implementation for documenting patients' legacies. 

From my gathered experiences of being with dying patients, I created an ongoing series of my own work—a personal  
response to interacting with hospice patients and their stories—utilizing textile techniques and alternative materials. This 
component of the project sought and continually seeks to bring awareness to the local community about hospice, as well as  
contribute to the culture of death awareness and acceptance. 
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GRIEF AS PRECEDENT 

In my quest to discover precedent for the path of work I embarked on, I became familiar with the work of Nicole  
Collins, a Canadian visual artist. Collins wrote in her Master of Visual Studies thesis paper about her own work:  “ It’s not hard to 
explain this compulsion to reconstruct. But is my personal history necessarily a part of this? Why include biography? Everyone  
has a relationship with death. Maybe I have experienced more loss than most. One loss is enough initiation .” One loss is 
certainly enough to become initiated into grief, a core component of humanity. The result of profound loss, grief is a natural,  
complicated continuum of suffering and I am among the initiated. But why exclude biography from the discourse? Are the maker  
and the made so easily separable? As a means to my end—an ongoing series of  installations based on the legacies of hospice  
patients—I intended to gather the stories of the dying.

Grief As Catharsis 
I offer my personal historical precedent, my story of initiation into the bereaved. My explorations as a visual artist  

began as an expression of anticipatory grief eight years ago. From the ages of eighteen to twenty-four, I found myself grieving  
the impending death of my mother, who, within that time frame, was diagnosed with and died from a terminal, degenerative  
neurological disease. Art became my release, my catharsis, and my sketchbook my confidant. In attempts to make sense of the  
inevitable loss, I poured myself into making, drenching my work with concept. The culmination of my work in this vein was my  
undergraduate exhibition, a gallery display of ten original pieces, all of which referenced the ways in which I was grappling with  
this anticipatory grief. The final pieces, with their wax, burns and suture marks, served as catalysts for conversation, and opened  
doors of understanding in my family—I was able to express the complicated grief more easily with the visual evidence of the  
emotions named and hung on the wall. 

At that point, my work was primarily an exercise in employing concept; materiality and technique were necessary, but 
not yet considered essential. I was utilizing fibers techniques—surface design and weaving—but with both fibers materials  
(polyester, cotton, organza) and alternative materials (plastics, metal, wood). The techniques and materials I have utilized since  
that time have remained similar, but materiality and material manipulation have taken precedence over adherence to traditional  
fibers methods of working. 

Wallow  

The concepts I worked with then still remain: grief and its manifestations. However, my work has expanded into an  
understanding and expression of formal, realized grief—grief that occurs after the death. Upon entering graduate school, my  
mother died, and I began again—visually translating my experiences with grief and loss, moving alternatively between  
quantitative expressions (counting and marking the days that passed since her death) and qualitative expressions (manipulating  
materials to speak evocatively and abstractly about the experience). After exploring my personal grief through making, I was  
compelled to push past what I knew, and make a piece that dealt with my family's  experience of the loss of my mother.  I 
interviewed the family members who were closest to her throughout the illness and surrounding her death. Following an analysis  
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of their responses to my questions, I created an abstract family portrait with stiffened,  waxed and manipulated facial tissues. 
After that subtle shift in my work, I proceeded to interview acquaintances whom had experienced losses of the same capacity.  
The exchange of stories that happened in the research phase of that piece was enlightening and provided opportunities for  
engagement and growth for myself (the listener and interviewer) and the acquaintance (the speaker and interviewee). 

This expansion in my work brought me to a place of continual shift—a distention in what I am pursuing. Grief can  
serve, and has served as concept for the work that I do. Grief can also serve as catalyst—catalyst to make human to human  
connections as part of the healing process, catalyst to create pieces that engage the public with difficult topics, catalyst to give  
voice and visualization to emotions and stories that might otherwise not be heard, seen or felt. And catalyst for working with  
patients who are in the throes of the anticipatory grieving process: patients in hospice. 

Distend

My graduate project included four separate, but closely related components. The first two components involved  
developing a working hypothesis and model of implementation for an outreach program for hospice patients. The third 
component involved actually implementing the hypothesis, as well as documenting and recording the implementation. Those 
three components served as research, concept and catalyst for the final part, the fourth component of my project—an art  
installation of my response to the experience of the first three components in their entirety. Going into the project, there were an 
overwhelming amount of unknowns and unknowables; the project in and of itself was an experiment. 

According to the National Hospice and Palliative Care Organization's 2012 report, the first hospice facility was opened  
in the United States in 1974, and by 2010, 5,150 hospice programs were in operation.  Hospice programs are based on the 
easing of pain—physical, emotional, spiritual and psycho-social pa in. Deidre Scherer, a fiber artist who spent time with hospice 
patients and their families in the late 1980s, warned of our society's silence surrounding death: “ Our society does not prepare us 
for death and rarely speaks of it in a positive, constructive manner. Taboo and silence surround death unless it is a violent  
death.... In considering our own death, we have a chance to consider our own life ” (48-49). 

And Marilyn Webb, one of the writers featured in the collaborative book, Hospice: A Photographic Inquiry, based on a 
traveling exhibition that the Corcoran Gallery of Art and National Hospice Foundation partnered to produce, wrote: 

In addition to physical pain, there is another kind of suffering in dying—the sadness that comes in realizing  
you are leaving this earth forever, the sadness of being helpless in the face of decline.  Unless this kind of  
pain is also eased, a person will have difficulty in dying. But when it is well addressed, the sadness can bring  
something else: a transcendent feeling that can be expanded, changed, enlarged, a certain, very new kind of  
hope. (7)

The significance of hospice and the opportunities that model of care provides for end-of-life care and dignity in death cannot be  
overstated. 

The unknowns going into this project were many, and were variable. Working with Hospice of Wake County (HOWC),  
a local non-profit hospice, I was a collaborator and producer, companion and documentarian. For the past year and a half, I  
have served as a family support volunteer for HOWC. I approached them with a proposal for an outreach project and the  
interested response was immediate: they wanted to document their patients' stories, their legacies. The number of patient 
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stories I was allowed access to and the types of stories I would encounter and interactions I would have were all unknowns at  
the onset of the project. The documentation of the stories was the quantitative part of my process, while the translation of these  
stories—turning the legacies into a visual art installation—was the qualitative part of the final project. As a means of 
understanding the possibilities of those initially unknown outcomes, I searched for precedent: artists who use grief as concept,  
and artists who use grief as catalyst. I was interested in the processes, techniques, materiality, emotionality and viewer  
responses surrounding the artists and their work. 

Grief As Concept 

The following four female artists address grief conceptually, visually and verbally, confronting grief when making,  
writing and speaking about their work. These artists, who use the language of grief to communicate with materials and with  
process, were all discoveries of affinities for me. Their artwork is densely concept-saturated and provided me with a framework  
for understanding how to increase the concept-saturation of my own work within this project. So much of the resonance of their  
work was not only visually-based, but verbal. Of course, there was an immediate recognition of complementary concepts upon  
viewing the work of these artists, but the connections were forged and fused in their own writings about their art. What they are  
able to give words to informed the fragments of thoughts I had about my own art and what it was that I pursued.

Seep

Beverly Ayling-Smith is a British textile artist, an embroiderer working in mixed media. In her own writing, an essay  
entitled “Cloth, Memory and Mourning,” she presented the idea that artists are familiar with the notion of making public that  
which is normally considered private, and grief and mourning are not exceptions to that endeavor . And she wrote about the 
artist's compulsion to make a profound connection with the viewer, to effectively convey the concept—whether it is emotional,  
mental, or a combination. In her work, it seems as though she is striving to connect with a viewer who is willing to allow her or  
himself an emotional response. The grief she makes visible in her work is unresolved and potent—accumulated, raw grief.  

Employing textile materials in her work because of the metaphors that cloth holds, she explained in the same essay  
that cloth carries memory and cloth has the potential to not only reference the body, but to reference the body of the deceased,  
the one for whom the grief exists. In an interview for the group exhibition, Cloth & Memory, Ayling-Smith said that she uses 
fragments of cloth as memory, piecing the individual bits together, thereby harnessing a collection of memories. Her focus on  
grief stems from what traditionally follows death (according to her culture in the United Kingdom): burial. Utilizing the traditional  
burial materials of lead and linen to create, Ayling-Smith manipulates the materials, but not beyond recognition. She allows the  
materials to speak freely to the viewer about residual grief—a lingering, penetrating, staining grief. 

Her 2010 series, Nigredo, (see figures 1-4) consists of four lead-laced linen pieces. The concept of nigredo, an  
alchemy term relating to putrefaction, is an appropriately forceful name for these works, their muffled screams of decomposition  
hovering just below the surface. In places, the lead completely covers the linen, while in other moments of the pieces the linen is  
completely visible. In two of the pieces, the form of a child's dress is visible under the layered lead—an evocative, powerful  
reference. The pieces are square, about two and a half feet on each side, and while abstract, are understandably related to  
something heavy, something difficult, and something that decays.
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Figures 1-3. Beverly Ayling-Smith, Nigredo Series, each 30” x 30”, linen, ash, children’s dresses

Figure 4. Beverly Ayling-Smith, Nigredo Series, 30” x 30”, linen, ash, children’s dresses
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Renew

Nicole Collins is a Canadian artist, primarily utilizing the mediums of wax and pigment. Her concept pushes through  
the surface of her paintings in revealed metaphors, with her titles giving the viewer entrances into her pieces. On her artist  
website, she referred to her creating process as an instinctual one that involves a continual construction, deconstruction and  
reconstruction of the work—carving, peeling, scraping, melting and layering. In her thesis writing, she mused: 

I am crushed by a wave of emotion as I lay my hands on these plates of warm wax, willing them into place…it  
doesn’t matter what I do, it’s a dead thing, but I can’t help trying. I've been trying to fix the mortal body  
through painting. Even removal of the referential image cannot remove the meta-narrative of your life. Wax is  
also balm, the anodyne, “fixing” the body in time: preservation. I now accept decay and degradation as  
inevitable – the goal is to welcome it. The paintings I have made hold traces of their growth and destruction.  
They are memory and experience exposed. And in these contradictions they defy attempts to visually situate.  
My goal as an artist right now, in this moment, is to synthesize the mystery of the intuitive with the distilled  
clarity of the rational.

The balance that she described, between the intuitive and the rational, is the balance I  constantly sought in my making process  
as well as in my final pieces. 

  
Figures 5-7. Nicole Collins, testament I, II, and III, each 20”x 24”, oil, wax and pigment on canvas; 

There is an eloquent consistency of concept in the work she creates that reads even through pieces that appear, on  
the surface, quite different from each other (Smith). Many of her works appear as series (see figures 5-7), and give the viewer a 
sense of a narrative that is related not only to the concept, but to the making: build, scrape, rebuild (Smith). According to her  
artist website, Collins focuses on the effects of “time, accumulation, force and heat on visceral materials” in her art in an attempt  
to “exploit the dynamic metaphorical possibilities...to communicate the fragility and the resilience of life.”
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Distill 

Anniken Amundsen is a Norwegian textile artist who channeled her diagnosis and battle with cancer into art making  
and created a comprehensive exhibit: Invaders (Lowenstein). After being diagnosed, she immersed herself into research about  
abnormal cell-growth and cancer—research grounded in medical literature, cell biology and oncology (Scott 122). The ubiquity of  
cancer diagnoses, struggles and deaths encouraged her on the path of bringing light upon the disease through art, as she felt  
like it was a crucial issue to talk about (Lowenstein). Japanese textile artist Machiko Agano spoke of Amundsen's work, saying  
that within the Invaders series of sculptural pieces (see figures 8-10) exists a powerful combination of emotionless material  
(transparent nylon thread) and complex technique (weaving) .

 

 
Figures 8-10. Anniken Amundsen, Parasite I-01 and details,  2’ x 6’, fishing line, steel
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Amundsen, through this work, tried to attack the attacker by making cancer—a feared word and concept but physically  
invisible to our naked eyes—visible (Lowenstein). To make it seen allowed it to be discussed, dissected and dealt with. Although  
utilizing a highly controlled technique to understand subject matter which is uncontrollable, ultimately some uncontrollability  
permeated her process, where she pushed the materials and techniques past their normal boundaries (Scott 122). She drew on  
her own physical, emotional and psychological experiences with the disease, as well as the experiences of friends and family  
members to create the 2003 solo exhibition, Invaders. In the exhibition catalog, Lesley Millar, the curator of the exhibit, wrote  
about the visual language that Amundsen employed in creating that allowed her art to speak effectively to the viewer. She  
continued to describe the works, and their interiors and exteriors: “There is a sense that the outline is in a process of continuous  
change; the shapes created appear to be moving from the centre, outward, penetrating the surrounding space. And while 'they'  
are 'out there' we can, safely, look and respond.”
 

Mend 

Jan-Ru Wan is a Taiwanese-American fiber installation artist who is concerned about viewer interaction with her work.  
Her art aims to provide viewers with a place to think about, reflect on, discuss, and meditate the emotional response the work  
might bring up. From Wan's work, I got an understanding of the pervasiveness of grief cross-culturally and the implications of  
speaking candidly about art. Wan fuses emotion into academia and speaks about the emotional impacts for both the maker and  
the viewer in the same discussions as the processes, materials and techniques utilized in the work. In much of her work, the  
subtlety of the concept, even though she utilizes recognizable materials and symbols, lures the viewer in and allows for  
contemplation. 

I have had the opportunity to see her work in person and it is nearly always an amalgamation of small, individual  
components—usually manipulated found materials—suspended or displayed unusually  to create an entire unit of nearly 
overwhelming scale. In her mixed-media piece, Over Here; now, Over There, (see figures 11-13) she used petri dishes and dyed 
waxed cotton thread to create the floor installation. Each of the seven hundred sixty-eight petri dishes was printed with a  
personal image from Wan's childhood. She created the piece after the death of her father, as a means of processing the  
experience (Wan). 

 

Figure 11. Jan-Ru Wan, Over Here; now, Over There, 12’ x 4” x 16’, dyed cotton thread, wax, petri dishes
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Figures 12-13. Jan-Ru Wan, Over Here; now, Over There, 12’ x 4” x 16’, dyed cotton thread, wax, petri dishes

In a solo exhibition, Mending Anticipation, Lisa Newman wrote in the catalog: “Wan hopes viewers become part of the  
installation rather than feel a sense of detached superiority over the works of art. Although the works initially appear to  
overwhelm, they become a safe place to exist within, a place for contemplation and reflection.” An interior and an exterior exist  
in the installation, and by approaching the interior, the viewer can clearly get a sense of concept. 

Grief As Catalyst 

To understand how grief can work as a catalyst, I sought artists who have initiated collaborative projects for those who  
are grieving, being grieved, or are facing anticipatory grief. Community-outreach art with grief as component seems to work on  
two distinct paths: bereavement based, after the loss or anticipatory-grief based, prior to the loss. Within each of those  
frameworks, grief can be used as a catalyst to aid in healing, to help in the understanding of the loss, and to connect with others  
who have experienced similar losses. 



Bostic 17 

Heal 

Jan-Ru Wan again provided precedent for my work, but this time in a different capacity. Channeling the grief she  
experienced after the loss of her father and grandmother, she embarked upon a community art project—creating a permanent  
collaborative installation (Meyer). The project, titled “Up Close & Personal”, invited participants—mostly senior citizen residents  
of Chapel Hill, North Carolina—to bring in articles of clothing from deceased loved ones, and through a series of workshops and  
communal meetings, members of the project told the stories of the garments they brought in (Meyer). 

Figure 14. Jan-Ru Wan, Up Close and Personal community art installation, 13’ x 15’, donated clothing, thread, silk; JPEG file.
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The final installation (see figure 14) involved a reconstruction of the donated garments into two hundred cloth panels  
that were embellished with painting, writing, stitching, and screen-printing, layering each panel with meaning (Meyer). When  
asked about the project, Wan said, “Each stitch and decoration depended on community...Every little panel brings me to tears. It  
is truly a community work and a community voice” (Meyer).

Collect

Textile artist Esther Kalaba and writer Karen Haffey, both Canadian, worked collaboratively on a community-based,  
multimedia art project, Collecting Loss: Weaving Threads of Memory, for five years, from 2007-2012. After meeting and bonding  
over the shared experience of the loss of siblings, they decided to create a gathering place for grief, a public memorial of loss  
(Turnbull). Through the sharing of stories and clothing of loved ones, over one hundred participants from around the world  
donated to the project. Kalaba and Haffey had high hopes for the installation, which made its debut in Toronto in November,  
2012. Kalaba described her vision on the project website, in anticipation of the opening: 

I would like Collecting Loss to be a record of the experience of loving someone and of how that experience  
changes when confronted with loss. When I was grieving, I so desperately wanted to hear other people's  
stories. I would like this project to create a space to present these stories. These stories are incredibly  
meaningful and profound. They serve as a reminder of the strength of the human spirit and the power of  
people to help one another when they come together in the face of hardship.

The first public showing of the installation took place as part of the World of Threads Festival, and the Festival's website  
exhibition description described the project's uniqueness—the combination of textiles, photography, audio and print to share the  
stories of loss. The description marvels at not only the visceral qualities of cloth, but the psychological qualities as well, the idea  
that story, memory and experience are embedded into each thread. Conceptually serving as the starting point for the project, the  
textile portion of the installation involved the deconstruction and reconstruction of the donated clothing, working the cloth into a  
new, collective piece. 

Kalaba and Haffey understood, from their own experiences, that grieving often occurs in silence and isolation, and  
wanted to give voice and visualization to the grief of others (Turnbull). Using the transformation of the cloth as a metaphor for the  
transformation of self through the grieving process, they attempted to demonstrate the passage of time, the accumulation of  
grief, the disintegration and the reconstruction of memory—all through the transformed cloth (Gill). 

Confront 

The book that resulted from the traveling exhibition of the same name, Hospice: A Photographic Inquiry was the first of 
its kind—it paired hospice programs with local photographers, and displayed the provoking results along with narratives and  
artist interviews. The project backers, David Levy (of the Corcoran Gallery of Art) and the National Hospice Organization, were  
striving to communicate the power and poignancy of the work that hospice does. Levy explained that in choosing photographers  
to document the experiences of hospice patients, they hoped to share the visual stories of dying patients and their families at  
the level of communication only art can reach (2). He described the results: “Despite its diversity of approach, their work 
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consistently rises above physical distress and imminent tragedy to show us the humanity and spirit embedded in this ultimate  
journey of life, and in the ordinary people who are its subject”  (2). 

One of the essayists featured in the book, Jane Livingstone, touched on the power of art to educate: 
Since no revolution occurs without education, especially one that touches on something as universal as a  
society's culture of dying, the challenge facing hospice care at this moment is to communicate what it is all  
about. Occasionally art serves to educate far more powerfully than any amount of explaining; those of us who  
entered together into this experiment have often seen it happe n. (13)

Within her words, I saw a high goal for myself: use art to educate. However, the term educate is formal and can get easily 
contorted. As I began the project with that goal in mind, I thought that if I could increase the dialogue surrounding death between  
one patient and myself, between one patient's family member and another, between one viewer of my installation and another, I  
would find success. To educate, in its simplest sense, is about informing. 

One of the photographers, who collaborated in the project, informed my concepts most: Sally Mann. She wrote about  
her goals for the project: 

I hoped to discover something universal about how we approach death.  I was in search of what exactly it is  
that matters to the dying person and how hospice tries to provide those things. The question—of ultimate  
desire—has interested me for a long time. In the same way that my children ask, 'what would you take out of  
the house if it were on fire?' I wondered whether the trivial or the transcendent assumes greater importance in  
our final months. I suspected in might be the former, just as my own answer to the fire question is never 'my  
art' but always 'the scrapbooks'. (Brookman 76)

And about her experiences within the project: 
My encounters with patients in their homes were as varied and fascinating as humanity itself. There was a  
wealth of heartbreakingly gay, poignant and absurd material at each stop. But most remarkable to me was  
how the presence of death seemed to make unnecessary the reserve and distrust with which strangers to the  
home are often greeted. (Brookman 76)

Commune 

Another artist who explored the daily existence of the grieving hospice patient, Deidre Scherer, is an American fiber  
artist, whose portraiture in fabric and thread is an affecting depiction of the essence of being at the end of life. For her, fabric  
was the perfect medium for the translation of the non-verbal into the visual (Scherer 8). She explained the relationship between  
fiber and our skin, providing that, because of long history of being clothed and wrapped in fibrous materials, our skin is familiar  
enough with fibers to “feel” by looking, and gives the viewer a point of entry into the work (Scherer 34). Scherer produced two 
exhibits based upon interactions with hospice patients and families , The Last Year (see figure 15) and Surrounded by Family  

and Friends. 
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Figure 15. Deidre Scherer, Release, 25”x22”, fabric and thread

From 1987-89, she spent time in a hospice facility, documenting the experiences of hospice patients and their families with  
sketches, which she later translated into the fabric portraits . 

There is nothing morbid or medicinal about any of these images...Neither is there anything religious or  
cosmic. They show people confronting the ultimate mystery—both those dying and those surviving...  
Scherer's pictures of people caring for one another elicit memories—and tears. The humble materials she  
chooses—the teddy-bear chintz of a baby blanket, gauzy curtains in a summer window—are affecting. Here  
are works of art that aren't just skillful but nourishing. At times, it's as if the artist gives us permission to grieve  
for those we love who have died. (Amos)
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Accept 

As Scherer wrote, our society is inept at discussing death (48-49), and that permission—permission to grieve—is so  
necessary. Death occurs just as any other part of life does, sometimes naturally, sometimes traumatically, sometimes expected,  
sometimes unexpected. I simply wanted to serve as witness to those dealing with the closeness of death, to document their  
stories and to translate them visually to the community: I wanted to give an entrance into the insight of the dying to the living, to  
help the living confront the realities of the dying. 

CONFRONTING THE UNAVOIDABLE
Death is unavoidable, yet we still try to avoid it and call it by any other name. Tiptoeing around the topic, we tuck it  

away in our compartmentalized mental boxes with the label “to deal with later”. But why is later any better than now? Are we  
assuming we will become more capable at a specific point in the future, more prepared for death by ignoring it longer? 

I know the delusion well; I spent years mentally stacking other boxes on top of and around my “to deal with later” box.  
The box will only grow and, at a certain point, you can no longer hide it, no longer push it behind the other boxes. It refuses to  
remain unopened. And even though we sometimes pretend otherwise, d eath is natural. Nearly 150,000 people die worldwide 
each day (Krieger), but “over the last 150 years American death care has positioned human death outside of the cycles of  
nature” (Kelly 38). 

For the purposes of this final project, since I partnered in the research phase with Hospice of Wake County, it makes  
little sense to discuss the societal implications of dying, death and grief in other societies besides my own. The culture of death,  
from this point on, will be discussed in relation to the United States societal experience. Both the past and current culture of  
death in the United States has been described as “one that denies and fears death” (Wasserman 621). But d eath is natural, 
death is difficult and death is important. 

Death Is Natural 

I have yet to come across a more concise and poignant explanation of death than in the following: Death is a process
—“sometimes protracted, and often painful to experience, witness, and accept” (Astrow and Popp 1885). Death is the final  
process of life, a product of living. 

Easily embracing the concept of birth and celebrations of life along the way—birthdays, graduations, marriages, more  
births—why do we pretend death is not the natural (and logical) conclusion of life as we know it? Perhaps we are too afraid, too  
concerned, or fearful? Instead we choose to keep death at a distance, dead bodies at a distance, and especially dying bodies at  
a distance (Kelly 38-39). 

We Deny Death

There is a trickle down from the healthcare industry in regards to the way we deal with death as a society. Over the  
course of the last few decades, we have attempted to quarantine death and confine its occurrence to hospitals and nursing  
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homes. At least a third of Americans die in hospitals, and the dead bodies are then sent down to basement morgues and from  
there carted to funeral homes (Kelly 38-39). Death has been restricted to occur in solitude, instead of within the community, and  
our discomfort with death has only increased as a result. 
           Without being able to witness death, we do not know how to die (Gillis 112). Culturally, we are not even comfortable with  
uttering the accurate words she died or he died; instead, we opt for phrases like “passed on,” “at rest,” and “no longer with us”  
(Wasserman 621). There is a history of our society denying death and the dying, and there is precedence to witness an increase  
in our denial. Even aging is culturally terrifying: a peek inside nearly any magazine or cosmetics aisle will provide verification  
(Johnson and McGee 719). 

To confront death in others would mean to confront death for ourselves and knowing the dying would elicit a response  
from the living; their pain would resonate (Bloom 78). 

We Underestimate Death 

Again, the trickle down from the healthcare industry comes into play here—doctors underestimate death and 
underestimate patients' abilities to deal with a prognosis of death. Studies do find that, in most cases, when cancer is not  
curable, the doctors will inform the patient of that fact but withhold information regarding prognosis (Gawande). Patients end up  
with warped views of their own chances of survival. In a study led by a Harvard researcher asking doctors of nearly 500  
terminally ill patients to estimate their prognosis, “sixty-three percent of doctors overestimated survival time. Just seventeen  
percent underestimated it. The average estimate was five hundred and thirty percent too high. And, the better the doctors knew  
their patients, the more likely they were to err” (Gawande).

We Changed Death

Maybe doctors have simply not had enough time to acclimate to the way death has changed. The way Americans die 
has morphed into something unrecognizable in the last 200 years (Carr 184). In the 19 th and early 20th centuries, dying was 
usually a brief process and the result of infection, difficulty in childbirth, pneumonia or heart attack (Gawande).  Dying had 
accompanying rituals, as did death: ars moriendi (the art of dying) guides were ubiquitous and consoled families with their pages  
of prayers and questions for the dying (Gawande). Fast forward to where our culture of death exists now: death typically comes  
at the end of a battle with an incurable disease. What remains is the certainty of death. What has changed is the timing  
(Gawande).
           “Technology sustains our organs until we are well past the point of awareness and coherence. Besides, how do you  
attend to the thoughts and concerns of the dying when medicine has made it almost impossible to be sure who the dying even  
are?” (Gawande).  For most Americans, especially older Americans, an accurate conceptualization of the end of life means  
understanding it as a process—as dying—and not as an event—death (Carr 184). 

Death Is Difficult  
“Then I realized, death is a normal part of life. It may never get easier to deal with, but each time it happens to  
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someone we know, each exposure can be an inoculation against the fear, and we can become stronger in the presence of it”  
(Williams). But few of us actually see death, witness dying. We hide death in hospitals and nursing homes behind closed d oors. 
          What about the dying? Do they wish to be quarantined? Are we afraid death is contagious? This past winter , I was visiting 
my ninety-six year old friend, Dorothy, who had just been transferred to a single room in her nursing home facility because she  
was transitioning, end-of-life care lingo for dying. I was with  Dorothy for an hour that day, quietly reassuring her that I was still in  
the room, that she was not alone, counting the audible seconds between her breaths with the persistent tick of the wall clock. 
          Thinking she was going to die on my watch, the emotion that stirred within me was a confusing mix of fear, relief, and  
nervousness. Fear: I have only known Dorothy for a single year, and I did not want to be the one who was there when her body  
stopped living. I wanted her family members there. Relief: how tired a body must be after ninety-six years of living, especially a  
body ravaged by disease, sickness and frailty. Nervousness at the logistics of being present at a death; this would be my second  
in two years, and I had already forgotten the signs.  And there are signs. There are always warnings that death is impending. I  
felt her hands—freezing. After more than forty visits with my friend, that was the first time she did not squeeze my hands back. 
          And then the memories roll in, one after the other: Two years ago, it was my mother in the bed, a hospital bed not in the  
hospital but in her room, our makeshift control center, where we kept her medicine, her adult diapers, bed pads, extra sheets. We  
slept in shifts on the futon next to her bed, waking up every two or three hours to check on her during the night. The hours  
passed more slowly during the days and on that very last day, when I held her thin, cold hands, she stopped squeezing back. 

Grief Is Complex

Grief is a result of confronting death and dealing with death. Regarding grief, Meghan O'Rourke writes in her first entry of  
“The Long Goodbye” series: “A piece of you recognizes it is an extreme state, an altered state, yet a large part of you is entirely  
subject to its demands.” Grief is an extreme state, albeit a necessary state surrounding loss. It is difficult to confront though—in  
the same entry O'Rourke writes that we are only willing to confront the loss in the form of self-help and under the guise of healing  
our grief. We have even latched onto the idea of grieving in stages: why? Maybe because it allows us to believe loss is  
controllable, something we desperately want to be true (O'Rourke, “Good Grief”). 

Our Grieving Is Inadequate

The truth is that no type grief follows a checklist, a pattern or any order. Grief is messy, complicated, and non-linear.  
Elisabeth Kubler-Ross, the woman who popularized the five stages of grief model, even insisted later in her life that the stages  
she presented were not meant to make the emotions of grief neat and organized (O'Rourke, “Good Grief”).  A more honest 
understanding of grief is that it comes in incoherent, irrational waves. (O'Rourke, “The Long Goodbye: Entry 3”).  

Death Is Important

A better understanding of death should lead to a better understanding of grief. Why are we unwilling to understand  
death more closely? Why do we deny its importance? There is a subtle shift in our culture's treatment of death, but it's been slow
—since 1967, the death awareness movement has maintained a quiet presence, but it is not enough (Mak and Clinton 97).  
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Our System Is Failing

Certainly the whisper of the death awareness movement cannot out voice the roar of our medical technology 
moving ever forward. 

When there is no way of knowing exactly how long our skeins will run—and when we imagine ourselves to  
have much more time than we do—our every impulse is to fight, to die with chemo in our veins or a tube in  
our throats or fresh sutures in our flesh. The fact that we may be shortening or worsening the time we have  
left hardly seems to register. We imagine that we can wait until the doctors tell us that there is nothing more  
they can do. But rarely is there nothing more that doctors can do. They can give toxic drugs of unknown  
efficacy, operate to try to remove part of the tumor, put in a feeding tube if a person can’t eat: there’s always  
something. We want these choices. We don’t want anyone—certainly not bureaucrats or the marketplace—to  
limit them. But that doesn’t mean we are eager to make the choices ourselves. Instead, most often, we make  
no choice at all. We fall back on the default, and the default is: Do Something. Is there any way out of this?  
(Gawande)

By putting off preparation for end-of-life, we arrive at death unprepared, and as a result, our deaths are not good deaths. A  
national project, Coping with Cancer, published a study four years ago that demonstrated a strong correlation between declining  
quality of life and increasing last-ditch medical interventions—electrical defibrillation, chest compressions, being put on  
ventilators. Six months post-death, the caregivers of the deceased patients were more likely (three times more likely) to suffer  
from major depression. 

Spending one’s final days in an I.C.U. because of terminal illness is for most people a kind of failure. You lie  
on a ventilator, your every organ shutting down, your mind teetering on delirium and permanently beyond  
realizing that you will never leave this borrowed, fluorescent place. The end comes with no chance for you to  
have said goodbye or “It’s O.K.” or 'I’m sorry' or 'I love you.' (Gawande) 

Once the practice of medicine became oriented towards interventions for postponing de ath and more directed at 
treating diseases, we stopped treating the patient (Kuczewski 411). And somewhere along the way, we forgot that quality of life  
and quantity of life are not synonymous and that the terminally-ill patient is the only person qualified to make decisions about his  
or her quality of life (Welsh).                                                                                           

A person dies only one time, and comes to death with no exact understanding of what will or will not happen. It is the  
responsibility of the medical community to help patients facing the end of their lives to prepare for the decisions they will face  
(Gawande). “Our medical system is excellent at trying to stave off death with eight-thousand-dollar-a-month chemotherapy,  
three-thousand-dollar-a-day intensive care, five-thousand-dollar-an-hour surgery. But, ultimately, death comes, and no one is  
good at knowing when to stop” (Gawande).  

 

Remedying the System  

In standard medical care, treatment is aimed at postponing death and therefore prolonging life, without regard for  
quality of life. In hospice care, treatment is aimed at acknowledging death, and maintaining quality of life (Gawande). Hospice, as 
a philosophy, has attempted to bring death back into  the conversation about life. Hospice, as a practice, has begun to bring  
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death out of the hospital and back into the home. “Probably the best social resource we have for reducing denial of death is the  
hospice movement” (Johnson and McGee721).

Hospice is about patient oriented care, focusing on reducing or eliminating pain and discomfort—physical, mental,  
psychosocial, and emotional pain. The top priorities of terminally-ill patients are avoiding suffering, spending time with family,  
physical touch, mental awareness, and avoiding being a burden. While our standard medical care mostly fails to acknowledge 
these concerns, they are a priority for hospice care (Gawande). “Hospice has tried to offer a new ideal for how we die. Although  
not everyone has embraced its rituals, those who have are helping to negotiate an ars moriendi for our age. But doing so 
represents a struggle—not only against suffering but also against the seemingly unstoppable momentum of medical treatment”  
(Gawande).

Marking Dying 

Death is certainly an unknown, but dying could be more familiar if we allowed it. Perhaps dea th could be met with less 
confusion and less fear if we understood what it meant to confront dying. If we allowed the dying back into the space of the living,  
as a society we could make more sense of death and dying, grief and grieving. We could inch closer to  a collective catharsis 
(Bloom). 

Dying As a Disaster 

“If I told the story of her death, I might understand it better, make sense of it—perhaps even change it. What had  
happened still seemed implausible. A person was present your entire life, and then one day she disappeared and never came  
back. It resisted belief” (O'Rourke, “Story’s End”).  I think death will always resist belief; it is our human nature to find that  
magnitude of personal loss beyond comprehension. Regardless, death persists, and becomes disastrous to our lives. Death is a  
disaster, an event which shatters “the continuities of our experiences and breaks the moral sense through which we understand  
and order our lives” (Awalt 5).

Those facing death face the disaster, and those that survive the death, survive the disaster. Through the disaster of  
death, we suffer. “Suffering defies language and evades all attempts at expression” (Fisher 65).Yet we must still try to express it,  
even though what we come up with “will always be fragmentary and incomplete. In no way can we totally name or inscribe the  
disaster. When all has been said, it still stands unexhausted and inexhaustible” (Awalt 5).

The attempt at expressing the disaster of death and dying does not mend our reality and does not heal our hurts, but  
keeps us aware of the wound. Acknowledgement breeds awareness which breeds discovery (Awalt 16). Meaning cannot be  
found in death and dying without acknowledging the wound of its disaster.

Dying as Understanding 

And if we view dying as a fundamental part of life, then dying would not occur in isolation, but rather as an  
interpersonal experience, just as the rest of life is (Fisher 71). We must allow our identities to be affected by the presence of  
death, of dying and of suffering (Fisher 3). Familiarity with death—studying death and the dying—can improve our awareness  
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and understanding of the concept of a good death (Wasserman 621). With regards to the dying, those facing terminal diagnoses,  
“we must recognize their personhood, their right to say goodbye when they are ready. We must allow people to die; we must say  
to them, and tell them, 'it is alright to die.' We must let go” (Fisher 72). 

If our collective consciousness is shifted enough, perhaps we will start using dying as a learning experience, a way of  
understanding how to prepare for our own turn to face death.

Dying As an Investigation

One method of acknowledging the wounds of death and dying and beginning to shift awareness is through  
investigation—probing our way into the pain. Art can offer assistance here, as art is meant to investigate, to reveal what our  
society resists acknowledging (Bloom 79). 

“Over the years, many questions have arisen about the connection between creativity and madness, the artist 
and the madman. There is a connection, but not necessarily because you must be crazy to create. Both the  
artist and the madman speak a tongue that has become foreign to the rest of us. The mad person is to his or  
her family what the artist is to the culture, containing what is hidden, secret, denied, and dissociated and  
trying with more or less desperation to reveal the vital secrets to us all. ” (Bloom 79)

Artists try to illuminate what we, as a society, keep hidden and to bring to light what we need to know,  have perhaps simply 
forgotten, or fear far too much to know (Bloom 79-80). The arts  have the ability to transform and deepen how we perceive and  
understand death and dying (Aulino 493).  “The artist has a responsibility to help society deal with its hidden conflicts and  
contradictions and must embody hope in any way possible. To do this we must be able to share in a vision of what does not, but  
still could, exist” (Bloom 80).

ART IS AN EXPRESSION
Art is an expression made visible by a form. The expression contained in the form is an attempt to translate the  

unnamed and the unknown. Intrinsic to our existence as humans is our quest to create meaning, and art allows that process to  
take place. Making meaning involves understanding our surroundings and marking our experiences.   

Art, at its root, is an expression and the artist is an expresser, translating in order to create meaning. Art expresses and  
translates, art acknowledges and reveals, art transfers and art intervenes. 

Art is an expression—an expression of feeling, belief, and character. The simplicity of that sentence is rather deceptive  
and seems tidier than its implications. Just the statement that art is an expression is complex and raises questions: What does 
art express? Why does art express? How does art express? 

What does art express? The second part of the statement above seeks to expound upon this question. Feelings,  
beliefs, characteristics—these are what art expresses, although often they are not easily distilled. Our lives as humans are full of  
complications and complexities, and our thought and experienced feelings, beliefs and characteristics are reflective of these  
complexities. 
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Why does art express? Art expresses as a result of the intricacies of life, as a result of humans continually searching  
for meaning, making meaning out of lived or observed experiences, and attempting to connect to other humans (Camic 289).  Art
—in the past and in the present, even still—continuously strives to establish an understanding of the unknown, to name the  
unnamed, to mark the ordinary, and to dignify our existence. Central to each of those purposes are emotions (Camic 290).  
Expressions involve emotions and the act of expression is wherein the power of art lies (Langer 67). 

How does art express? Art expresses, and the expression is contained within a form. The word contained, at first 
glance, is misleading, and although the form is undoubtedly what holds the expression, the form is not necessarily static or  
permanent; the form can be dynamic (Dryden 196). The form, regardless of whether it is static or dynamic, is what captures the  
expression—the artist's inner truths. These truths, in order for the art to communicate the expression authentically, must connect  
with the artist's experience—her or his lived or observed experience (Gillis 106).  

Art Translates

If art seeks expression, it must also seek communication: a communication that translates the sought expression. Art,  
with its nuances of creation and creating, metaphor and embedded meaning, can translate an expression in ways in which words  
effectively fail. “The concept of significant form as an articulate expression of feeling, reflecting the verbally ineffable and  
therefore unknown forms of sentience, offers at least a starting point for such inquires. All articulation is difficult, exacting, and  
ingenious...” (Langer 39). 

Art is a conduit for humanistic experiences and their ensuing complications. Life is complicated and life is messy; art is  
capable of translating life's dichotomies, tensions and contradictions (Gillis 114). Some experiences are unnamed through  
language, and therefore remain unknown until they are named through a different communication method: the expression that  
exists in art. An expression that is especially emotionally complicated is grief.

Grief, and its understood suffering and pain, cannot be contained with language alone. Language is inadequate: “even  
language ruptures and implodes under the weight of pain” (Fisher 65).  Even artistic attempts to visually translate the difficult 
expressions are struggles. Grief presents the dichotomy of both absence and presence. How is that dichotomy translatable?  
How is it able to be communicated? Post-death grief involves the absence of the lost person along with their lingering presence  
in and around memory and physical space. Pre-death grief, anticipatory grief, involves the absence of what will be and the  
presence of what will no longer will be. The work of San Francisco photographer Jim Goldberg attempts to translate the  
dichotomy into an expressed form: photographs. Gillis describes the work: 

For Jim also gave us a last view: he presented a series of photographs he had taken of his dying father,  
providing in his remarks an account of the physical and emotional context in which the images were taken.  
Jim’s image of the empty  chair, the Barcalounger that had come in the final days of his father’s life to define a  
world—the only place to which the dying man could move as an individual—is about absence. The man who  
sat in the chair, and to whom the chair meant so much, is no longer there. But something remains. If the  
corporeal form is absent, the chair still maintains the trace of the body of the man who has died; hence,  
literally, we see both absence and presence here. The trace stands in as a metonymy for the ma n. (109) 
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But the point of art exists within the struggle to communicate the complexities (Gillis 109). The attempt to name the unnamed  
facilitates the construction of meaning. The photographs of Jim Goldberg are a record of his endeavors to create meaning from  
the experience (Gillis 109). 

The artist is constantly searching for truths to express and attempting to express them. “The artist 'sees' the world  
through eyes trained to acutely appreciate color, light and shadow, surface and volume, and exteriorization of inner truths”  
(Young-Mason 348). Visual art  translates the artist's expression to the viewer, but is also a translation of the viewer's viewing of  
the art (Holt 424). There are layers of translation that exist, changing with each viewer, perhaps in each setting, upon each  
viewing. What surrounds the artwork changes the nuances of the communication—the translated expression.

Art Acknowledges

By naming the unnamed and knowing the unknown, art acknowledges what lacked acknowledgement. Once the  
expression has a form, the expression almost forces acceptance of its existence (Gillis 111).

Similarly, ambiguity and apparent paradox go together when Jim Goldberg describes his experience of  
photographing his father’s death in terms of what could not be seen: 'I could feel something when my father  
died, but I couldn’t see it.' What Jim Goldberg shows us, however, is the photograph “7:41,” where a sharply  
focused watch face in the foreground reveals the time of Jim’s father’s death (7:41), and the face of Jim’s  
father occupies the background in unfocused relief. What the photograph reveals—or does not reveal—
constitutes a problem in representation that begs interpretation on both an aesthetic and a human level. It  
suggests, in a larger sense, the power inherent in representational strategies when art becomes what Jodi  
Halpern calls the ‘acknowledgement’ sought by those who are dying and those who are left to grieve . (Gillis 
111)

Awareness and acknowledgement almost coexist, and awareness certainly precedes compassion, a misunderstood quality of  
acknowledgement:

It [compassion] is most often misunderstood, misused or dismissed as something merely soft and sentimental.  
(It is frequently confused with pity, empathy, and sympathy). The nature and work of compassion is more  
elusive and mysterious. But, it is not surprising that it is so often surrounded by such confusion—and even  
dismissed. (Young-Mason 347)

Authentic acknowledgement involves awareness, integrity and compassion, as it is described above.  In his essay on art, Ralph 
Waldo Emerson discusses the importance of combining elements usually considered too sentimental with pursuits of artistic  
integrity:  “When science is learned in love, and its powers are wielded by love, they will appear the supplements and  
continuations of the material creation” (218).

Art Reveals
“Life is incoherent unless we give it form” (Langer 400). The artist is able to speak because she or he has made.  

Making gives meaning, and meaning gives language. In order to achieve acquaintance with the meaning, artists must search,  
observe, experience, and perceive (Bailey et al. 368-369). 
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Art Transfers 

Art can and does have an impact on the viewer. “Art is valuable in part because acquaintance with it does something  
for the acquainted” (Holt 427). As humans, we are meaning-makers and seek meaning in music, dance, poetry and visual art.  
Constantly searching for modes of communication that give voice to our mute emotions, we are open to finding resonance in  
other's attempts at correspondence with meaning. The quest is not passive: the viewer, simply by viewing a work of art, is  
involved in the action of searching for meaning: 

An act of expression, understood broadly, is such that there is someone who performs it and something they  
express by performing it. Expression is at once expression by and of.  For example, when someone says of  
Mozart's Requiem that it is moving, an opinion about the Requiem is expressed, and the speaker has done  
something, i.e. uttered a sentence, to express it. (Holt 425)

Art transfers an understanding of meaning to the viewer who is willing to be active in the exchange. Art can resonate 
with the viewer and can give the viewer insight or identification of the expression that was previously unrecognized, unknown or  
unnamed, especially art that acknowledges a difficult experience (Young-Mason 350). The potential always exists for emotional  
resonance to occur within the viewer of the art as does the possibility of a transfer of meaning, understanding, or emotion (Camic  
291). 

Art Intervenes

Art, because of the type of communication it is, not only has the capability to impact viewers, but also to intervene and  
educate viewers in a different capacity than policy or public service announcements. Art can shift perceptions and  
understandings by challenging thoughts, ideas, and experiences through the vehicle of complex emotional expression (Camic  
288). Art is the 

language of the soul and can enable people to express and appreciate the universality as  well as the 
particularity of each person's experience. The arts and humanities reflect the existential, inspirations, and  
transcendent realms of experience and can contribute to creating an aesthetic, nurturing, healing environment.  
(Bailey et al. 366)

Art, utilizing the most guttural communication attempts—speaking the “language of the soul”—is able to articulate human nature  
and give form to our feelings (Langer 401). 

The exhilaration of a direct aesthetic experience indicates the depth of human mentality to which that  
experience goes. A work of art, or anything that affects us as art does, may truly be said to 'do something to  
us', though not in the usual sense which aestheticians rightly deny—giving us emotions and moods. What it  
does to us is to formulate our conceptions of feeling and our conceptions of visual, factual and audible reality  
together. It gives us forms of imagination and forms of feeling, inseparably; that is to say, it clarifies and 
organizes intuition itself. That is why it has the force of a revelation, and inspires a feeling of deep intellectual  
satisfaction, though it elicits no conscious intellectual work (reasoning). (Langer 395)
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Art can shift consciousness and illuminate the unknown, alter understanding and integrate contradictions in reality; art can  
intervene (Bloom 79-80). Art is the most valuable tool I have for facilitating change in our collective consciousness on any scale,  
and the legacies of hospice patients were and continue to be a compelling medium with which to forge that change. 

STORIES OF THE LIVING, STORIES OF THE DYING
Legacy, at its core, is about story and story is personal. The narrative of our lives is something we are all interested in,  

but reflecting on life becomes even more essential when facing death. Reflection about the course of one's life can provide  
healing and closure, and telling the story in your own words can contribute to a sense of purpose and dignity.  There is precedent  
for recording the stories of the dying, allowing them to tell those stories in their own words and that precedent has found success.  
Documenting the stories—the legacies—of the dying can be beneficial not only to the person facing death, but to their families  
and even the community. In my artistic past, I shared my own stories, and the stories of others—but of others who were facing  
life after death. For my final project, I began to tell the stories of the dying, with the hope that we, the living, could be impacted by  
what they shared. 

Defining and Documenting Legacy 

Like hospice, the term legacy seems to be both a philosophy and an actuality—a way to preserve memories and the  
preserved memories themselves. After polling several dictionaries, the most descriptive definition of legacy still seems oddly  
esoteric: “something transmitted by or received from an ancestor or a predecessor or from the past” (“Legacy”).  By that measure, 
legacy can be something tangible—assets—or intangible—traits, memories, the accumulation of stories.  For the purposes of this 
project, I proposed that a legacy is essentially the story of a life, and that every life story deserves the opportunity to be heard. 

As humans, we each face death slowly and rather unknowingly; hospice patients, on the other hand, face a more  
immediate understanding of death. To even qualify for hospice services in the United States, you must be terminally ill. At that  
point, when the quantity of life is diminishing, the focus transfers to quality of life. Improving the quality of life for dying patients  
and their families lies at the foundation of hospice care (McClement et al. 1076). Methods for increasing quality of life—
interventions—are generally comprehensive and address physical, mental, psychosocial and emotional distress. Increasingly, 
evidence points to psychosocial and existential issues as the greatest areas of concern for dying patients—even greater than  
physical symptoms and pain (Chochinov et al. 5520). Symptoms of a poorer quality of life include “an undermining of dignity and  
depression, anxiety, desire for death, hopelessness, feeling of being a burden on others” (Chochinov et al. 5520). Symptoms of a  
greater quality of life for dying patients include having a feeling of spiritual peace, strong relationships with family members and  
loved ones, and not feeling like a burden on others. Studies have shown some correlation between a loss of dignity and meaning  
in the life of dying patients with increased requests for death to come sooner (Chochinov et al. 5520-21).
 

Framework and Precedent 
From that research on the impacts of quality of life for dying patients came a new type of therapeutic intervention:  
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dignity therapy, pioneered by Max Chochinov, in which mental, emotional and psychosocial distresses are alleviated and a  
patient's sense of meaning and dignity are increased (Chochinov et al. 5521). In this intervention, patients are invited to “discuss  
issues that matter most or that they would most want remembered. Sessions are transcribed and edited, with a returned final  
version that they can bequeath to a friend or family member” (Chochinov et al. 5520). The necessary parts of this type of  
intervention are allowing the patient to share his or her story and transcribing that story into written word. The act of putting the  
words on paper formalizes the story and has an incredible value (McNees 17).

The dignity therapy approach is individualized and comes at a time in the patient's life when reminiscing about the past  
is nearly unavoidable. Allowing a dying patient to document what is important to them and what they want to be remembered for  
allows them to have control of the legacy they leave (McClement et al. 1076). On studies of the implications for success of 
Chochinov's dignity therapy, researchers found that 91%  of participants were satisfied with the approach; “76% reported a  
heightened sense of dignity; 68% reported an increased sense of purpose; 67% reported a heightened sense of meaning; 47%  
reported an increased will to live; and 81% reported that it had been or would be of help to their family” (Chochinov et al. 5520). 

Dignity therapy has major possibilities in the local hospice community, for those facing the end of their lives as well as  
for their families. Providing a written document—the recorded legacy—for the families of the dying family member offers a way  
for that relationships to endure, before and even after the dying have deceased  (McClement et al. 1080). A large part of 
bereavement is figuring out how to shift the relationship you had with the dead to a relationship with the memories of the dead.  
Allowing dying patients to leave those memories in a tangible form facilitates this process  (McClement et al. 1080). And the 
messages the dying leave are often unexpected, poignant and insightful (McNees 17).

Translating Legacy 

If the legacy is simply the story, then translating the story is the continual work that I have done, at increasingly larger  
scales—both conceptually and physically. Up until this final project, I was telling the stories of the aftermath of death through the  
stories of those still living, not through the stories of those facing death. Going into the final project, I knew how my translations  
had worked in the past, what the concepts, the materials and the processes were made of and from, but this most recent attempt  
at translation was the largest shift in my work and the outcome, for quite some time, remained relatively unknown. My artistic  
point of view and sensibility remained the only project certainties, and in an effort to understand what the project could look like, it  
seemed reasonable to look at the concepts, materials and processes surrounding my past translations. 

Stories of the Living 

The heaviness of certain emotions and experiences are difficult to give words to, and they seem to elude verbal  
expression. The process of creating something visual and tangible allows me to sort through the experiences and find meaning  
in them. I told my own story in fragments—the partial stories of the weight of anticipatory grief and then the raw pain of realized  
grief. Telling those stories, for me, was always a quest for clarity, an attempt to understand the grief more and to ultimately learn  
something about how to heal. 

Part of understanding my grief was eventually understanding the grief of others—how it manifested and hid, morphed  
and overflowed. I wanted affirmation that my grief was in the range of normal. Initially, most important to my understanding was  
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gaining access to the workings of grief in the lives of my family members. I wanted to know if they felt their lives had been  
mangled by the grief as mine had. They acquiesced to my request and answered my questions. There was, understandably, a  
strange mix of feelings wrapped up in the answers to those questions. Their responses were honest, and reflective of themselves  
and how they were dealing with their individual losses. Their responses were my evidence for making my first piece of art that  
dealt with emotions besides those of my own reality and projected reality. The dichotomy present in their responses—their  
attempts to hold on while letting go—was my concept. 

For me, everything starts with and stems from my concepts. Concept informs what research is necessary, the  
processes that must be utilized, even the way I work. More than anything else, the concept informs what materials I use. My  
materials and how I treat them must speak the same language as my concept, which is why I typically resort to using alternative  
materials. These materials are already speaking a certain language, even if the language exists in remnants. The associations  
we have with found materials and the stories they already come with can easily be manipulated or exploited. Each material and  
each medium already has an intrinsic character that I can work with to add layers of concept-related content to the work and its  
meaning, allowing it to evocatively speak to the viewer. 

For the piece I created based on my interviews 
with my family members, I chose facial tissues, Kleenex, to 
construct the piece with. The material already comes with 
meaning—crying, sickness, drying tears. After deciding on  
the base material, which served as installation substrate, 
I experimented with joining, manipulating and marking 
techniques, determining with methods most consistently  
correlated with the concept. Each family member's  
component of the piece 
was comprised of four stiffened and joined facial tissues  
which were molded enough to indicate ambiguous facial  
features. Through sketches, 
I made notations for where actual tears, discoloration,  
stitches and markings in the tissue fabric should be placed,  
based on the answers they gave. I then converted the 
markings in the sketch to actual markings on the stiffened  
tissue components (see figure 16).

I have come to know my grief fairly well; it is 
something I carry with me constantly. As a means of 
understanding and visually articulating grief in more Figure 16. Megan Bostic, Family Portrait detail, 24” x 26” x 12”

collective  terms, I felt the need to transition the perspective 
of my concepts. From accepting my own grief as it related to my mother's death, to comprehending my family's grief as it related  
her death, to eventually perceiving the grief of other daughters as it related to their own mothers' deaths, t his was my fieldwork. I 
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have and continue to slowly search for and collect data, stories of grief and loss from others who have suffered, s teadily 
expanding my focus, even if only slightly at times, to bring an understanding of death to a larger audience. 

Stories of the Dying 

For my final project, instead of telling the stories of the living, I began to tell the stories of the dying.  Typically, when 
approaching a new shift in my work, I analyze it and attempt to get an understanding through making. This results in a sort of  
visual documentation, as I approach things from an almost scientific perspective, with the finished piece labeled, ordered and  
incorporated onto the wall. As I become more comfortable with the nature of the concept, the pieces become larger, less rigidly 
structured, and move away from the wall. As I become more comfortable with the concept, I am able to gain understanding. That  
approach made sense for this transition to the stories of the dying, as my first three goals for the project were  more knowledge-
based and research-oriented. Those first three goals were the quantitative, the measuring and marking: develop a working 
hypothesis for an outreach program for hospice patients, create a model based on the hypothesis, and then implement the  
hypothesis according to the model. 

The final goal of my research project was to create an art installation of my response to the experience. This was the 
intuitive part, my emotional response—the more qualitative undertaking. It was within this goal, the making portion of the project,  
that I set extremely high expectations for myself. When working with the stories of others, the need for integrity is always a  
compelling, driving force; when working with the stories of the terminally ill—the need for integrity is imperative. Emotional  
integrity, conceptual integrity and intellectual integrity each play fundamental roles. If I want to evoke empathy, to create an  
understanding of loss within my viewer, then I have to tell the story as honestly as possible. If someone gives me access to their  
story by allowing me to be a witness to it, then I hold part of the responsibility for that story. 

For myself as an artist, part of the difficulty of that responsibility lies in finding the balance between conceptual integrity
—staying true to the stories—and providing visually interesting solutions. After a phone interview with a local community  
outreach artist, Marguerite Gignoux, I determined which questions to ask myself to elicit necessary responses and to prompt  
internal monologue. Staying true to the story involves, of course, actually telling the story. So what can reveal personal narrative?  
How much truth do I reveal, obscure or abstract? What materials resonate with the story, the storyteller and the viewer?  
(Gignoux).

Before I actually embarked on this final project journey, I wrote down vague truths about what form the making  
component of the project might take: the piece would be an installation that cultivated viewer interaction physically through its  
placement within the space and emotionally through the use of materials. As a catalyst to begin,  I knew I had to define the active 
verbs that would guide the creation of the installation; in the Family Portrait piece, the active verbs came from immersion in my 
family's responses, their stories: suspend, stiffen, mark. And in order to cultivate viewer interaction, I needed to understand my  
intended viewer. If I wanted to increase the discussion and the conversation surrounding death, who was my intended audience?  
What kind of interaction was I pursuing? How would I guide the interaction? How involved would the interaction be? Was  
catharsis the goal? Was there a goal? Making can become ritualistic and in so can become healing and cathartic. How would  
viewer interaction provide those same things to my audience?  Would the piece be confined to a gallery, or would it reside in a  
different setting that would be complicit in my goals? 
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The Compulsion 

After months of partnering with HOWC, those questions lingered. I was left with few answers and the definitive knowns  
remained vague. In this program, I was told repeatedly and often to trust what I knew, and was confident that I was on a correct  
path; I just was not sure why that path was meandering so slowly. I spent August through December of 2012 meeting with the  
Volunteer Coordinator and the VP of Clinical Operations at HOWC, sharing the results of my research and determining our next  
steps for the legacy-gathering program. I had an understanding of the desire for terminally-ill patients to share a legacy, and  
precedent for the program based on my contact with hospice providers around the country. I had immersed myself in this  
research.

For the purposes of the making portion of this project, the crux of my partnership with hospice was the implementation  
of the legacy-gathering program—the point in the collaboration where we implemented the research, the theories and the  
framework, and began actually spending time with patients and hearing their stories. In our meetings at the end of last year, we  
drafted a timetable for each level of involvement: when we would recruit volunteers and patients, and when we would begin the  
interviews. The timetable was scheduled to begin in January of this year, which is precisely when things instead came to a stand-
still and got put on hold indefinitely. 

At that point, I had been volunteering with hospice for over a year and I had an understanding of the sadness, grief,  
awareness and compulsion inherent in the experiences of being with terminally-ill patients. But, once the project halted, I 
faltered. Without permission to begin gathering the stories,  I thought I could not continue.

Reconciliation                                                                                                                                               
I thought incorrectly. I had already gathered stories of the dying. At that point, I had worked with four hospice patients,  

not in the official legacy-recording capacity, but in the capacity of a family support volunteer, visiting with patients weekly.  So I  
began thinking about the patients I spent time with. The youngest was eighty-one and I was able to visit with her twice before  
she died. The oldest was ninety-five, Ms. Dorothy, and I was fortunate enough to visit her once a week for almost a year. Each  
of these women had a similar aspect of their diagnoses: dementia. It was their secondary diagnosis, secondary to cancer or to  
debility. The overwhelming similarity of the experiences I had with these women was the gradual loss of themselves they  
experienced—loss of independence, autonomy, memory, body function, awareness, cognition. And those losses were related to  
the debility, but the dementia made the losses more profound. Considering my time with the patients and being able to witness  
their existence towards the end of life raised more questions: Is the piece supposed to be about dementia? About debility?  
About dying a natural death? About all of those things? 

  I went back and looked at what I had written and discussed so far. Consulting my project goal again, what did I  
actually hope to achieve? The project will bring awareness to the local community about hospice, as well as contribute to the  

culture of death awareness and acceptance. I wanted the piece to be accessible, not too cerebral, and to be poignant, emotional  
and provoking. I wanted viewers to get a sense of the vulnerability and desperation that occurs with a diagnosis of dementia. A  
voiceover in the opening scenes of the PBS documentary The Forgetting: A Portrait of Alzheimer's shares: 

I don't think there's any greater fear for a person than to think I've lived my whole life accumulating all these 
memories, all of these value systems, all of this place and my family and a society. And here's a disease 
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that's just going to come in and every single day just rip out the connections, just tear out the seams that 
actually define who I am as a person. (PBS)

According to the National Alzheimer's Association, dementia is the second leading contributor to death among older Americans.  
Alzheimer's, the most common form of dementia, affects 5.4 million Americans and is currently the sixth leading cause of death  
in the United States, the only cause of death (among the top ten) in America without any type of prevention, cure or treatment to  
slow its progress. Since 2000, deaths have from dementia have risen 66%. 

The specter of dementia in old age has fascinated and terrified human beings for all of recorded history. As 
far back as 2800 B.C., an ancient Egyptian myth tells the story of the son god, Ra, all-knowing, all-powerful, 
and immortal, but in a cruel twist, losing his memory and living forever in a senile haze. It's one of the most 
basic human fears, the loss of memory, the loss of self. It's the ultimate attack on the healthy person to lose 
the very essence of who you are. I will no longer know who I am. My family, friends, and loved ones will no 
longer know me as myself. (PBS)

When I first met Ms.  Dorothy, we were able to play cards for two hours at a time; she was a fierce competitor who  
strategically distracted me with her stories of being my age during WWII. As the months passed, she could play cards for only a  
half hour and her stories became less and less coherent. Her recognizing smile and “hey, sugar” when I walked into her room  
started receding until eventually I had to remind her repeatedly during each visit who I was and why I was there. After one of my  
last visits before her death, I wrote this poem: 

For Dorothy

Beginning our sequence again,  
her gray eyes flicker open, now
my hazel eyes are forced to feign 

another good morning, announce 
myself and it's good to see you. 

She whispers why don't you lie down

for just a while? looking to  
me, patting the expanse of bed
with her swollen hand, bruised and blue. 

I wanted viewers of my installation to feel uncomfortable, trapped and question why they were feeling that way—all responses I  
had witnessed from my four patients, especially Ms. Dorothy, over the course of their experience with dementia.
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Proceeding

After analyzing the other pieces I completed during my time here, I realized I was missing three things: a piece that 
manipulated the space it was in, a piece that used the whole material and text that was integral to and integrated into the piece. I  
wanted this piece to be the first in a series of my responses to stories of the dying—to tell the story of dying with dementia. 

Considering technique and utilizing, not disguising, the material brought me to the work of Brooks Harris-Stevens. In  
2009, she completed Patterned Memory (see figures 17-18), a piece about her father who died of lung cancer. Using her  
unthreaded sewing machine, she stitched through over one hundred cotton tobacco rolling papers, allowing the needle to  
puncture the material and leave its mark. 

Figure 17. Brooks Harris-Stevens; Patterned Memory; installation variable; cotton cigarette wrappers
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Figure 18. Brooks Harris-Stevens; Patterned Memory detail; installation variable; cotton cigarette wrappers

I knew my materials needed to vary between translucent, transparent and opaque, to abstractly replicate the  
cloudiness, bleakness and progression of dementia. Initially, I resisted the idea of using a hospital-sourced material. It was still  
vital that this piece have some tangible connection to hospice, and my association with dying under the hospice care was a  
death at home, not in a hospital or facility.

However, upon looking up information from the National Hospice Organization, I rethought my initial reluctance. In  
2011, 35.7% of hospice patients were on services for less than seven days, which means they were removed from services (by  
death, by doctor order, or by personal insistence) within that time frame. 58.4% died in a medical facility–hospital, hospice home,  
nursing home or critical care facility. And dementia accounted for 12.5% of primary hospice diagnoses. (National Hospice and 
Palliative Care Organization). I began considering that a hospital-sourced material could have other project-appropriate  
associations—with the nursing homes and hospice homes, where dementia holds a constant presence. After unsuccessful tests  
with a variety of transparent materials (photo insert pages, page protectors, saran wrap), translucent materials (wax paper, tissue  
paper) and opaque materials (old photographs) using the thread-less stitching technique, I finally tested my hospital identification  
bracelet samples. I decided to order 2000. 

Considering the integration of text brought me to Jenny Holzer, the concept of visual poetics and allowing the text to  
have as much utility to people as possible (PBS). If dementia was about loss of memory and loss of self, what would I use an  
identifier on the bracelets? My first impulse: to use names. Our names are our most basic identifiers. Upon deliberation, I was  
concerned that a specific name, or many specific names might not resonate with viewers. I came instead to the phrase I am (a 
statement) and its inverse am I (a question), and what a transition from one phrase to the other would imply. 

Considering the experiential qualities of the piece and what type of experience I wanted the viewer to have in the 
space, I considered three viewer scenarios. The first involved the viewer walking in the installation space and having to look up  
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to comprehend; the second involved the viewer walking through the installation space, surrounded on either side; the third  
involved the viewer being able to walk around the installation, with the capacity for movement within the space.  The second 
option was the most consistent with my concept, so I considered material placement and angles, and how to get people in the  
space: a greater width at the entrance that increasingly narrowed, with no exit except having to turn around and leave through  
the entrance.  

I calculated the number of hospital bracelets that I needed to stitch with each phrase ( I am and am I), how many to 
paint with solid coats of gesso and how many to paint with a more translucent, watered-down layer of gesso in order to achieve  
somewhat of a gradation from transparent to opaque. I painted. I stitched. And then I brought all 2000 of my stitched and painted  
hospital identification bracelets into the smallest room in the Fish Market Gallery, marked the lines on the floor and began  
installing (see figures 18-26).

 

Figures 19-26. Megan Bostic; I AM / AM I installation process; installation variable; hospital identification bracelets.

Resulting 

This piece, I AM / AM I (see figures 28-31) occupied the entire room it was installed in with its arrangement, its  
shadows and its emotional weight. Consisting of nearly 300 strands of hospital identification bracelets, with each strand  
containing seven connected bracelets, the piece asked viewers to consider the loss of their own identity, if only for a moment. 
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Figures 27-28. Megan Bostic; I AM / AM I  detail; installation variable; hospital identification bracelets.
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Figures 29-30. Megan Bostic; I AM / AM I; installation variable; hospital identification bracelets.
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THE URGE TO CONTINUE
During my first year here in the College of Design, I was afforded the opportunity to be a teaching assistant for the  

Southeast Fiber Forum at Arrowmont School of Arts & Crafts in Gatlinburg, Tennessee. The forum only spanned three days,  
with daily class sessions and evening speakers, one of whom was fiber artist Daryl Lancaster. During her presentation, she  
flashed personal slides and professional slides on the screen, spoke about the idea of parallel threads leading parallel lives and  
how the personal and the artistically professional are inexorably intertwined. Her fiber work was personal and painful, but she  
was resilient in her defense of sharing it all: 

It isn’t what happens in your life, but what you do with it. By sharing my own journey, especially the dark parts,  
I found others were helped by the affirmation that they weren’t alone and it helped me to work through my  
own pain because I knew that by sharing it others benefited. By talking about it it became so much less scary  
and opened the door for others to identify with issues the y had in their own lives. (Lancaster)

Every time I make something that someone else views and bears witness to, they carry that emotion with them . I have spoken, 
made, presented and cried about grief, death and dying in my work, and I have increased the conversation about grief in my  
circle of colleagues, friends and family. 

Throughout this project, I kept rediscovering that people want to share their stories of loss and grief, of impending loss,  
of familiarity with pain, death and suffering. The compulsion to share our experiences and our stories is part of what makes us  
so uniquely human—that desire to connect, on the human-to-human level. During the question and answer portion of my oral  
defense, there were many personal stories shared—about relatives with Alzheimer's or dementia, stays in hospitals, witnessing  
death. Even in a room full of people who did not necessarily have familiarity or relationships with each other, there existed that  
compulsion to share and to allow others to hear personal experiences. 

My work in this arena is not done. This work will always continue in some capacity. The ongoing goal of my research  
and partnership with Hospice of Wake County is to continue to create installations of my response to the experiences of being  
with dying patients and listening to their stories. I do not yet know what else will come from this partnership, but I do know that  
by collecting these stories of the dying, their legacies, and sharing the pain of others, my work serves more of a purpose.  

This project is instilling in me the lesson that resilience is a necessary attribute for a community-outreach artist, but  
that collaboration with non-profits, with colleagues or with acquaintances can result in a strengthened sense of empathy. This  
project demonstrated to me that full control of anything is unattainable. There will always be unknowns and unknowables, and  
you must align your project parameters and scope to give room for the unknowns. 

By documenting outreach practices in an under-represented community in research—hospice  patients—this project  
adds to existing arts and community outreach research. Ultimately, after the conclusion of my collaboration with HOWC, the  
project will have provided a resource for other hospice programs in that it will offer a possible plan of implementation for  
documenting and translating the legacies of hospice patients. The project aimed and continues to aim to facilitate the grieving  
process of hospice patients and their families, as well to inform the local community about hospice—goals that sustain me  
throughout this work. 
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GLOSSARY

alternative materials: materials not traditionally utilized in a given medium. 
Alzheimer's Disease: the most common form of dementia.
anticipatory grief: the type of grief that occurs when the knowledge of death is imminent. 
Ars Moriendi: translated literally from the Latin to mean “the art of dying”, Ars Moriendi were texts that provided information, 
guidance and procedures for providing a good death and an understanding, through a christian sensibility, of how to die well. 
bereavement: the period of grieving that follows a death. 
catharsis: the purging of emotions through processes involving both body and mind. 
community outreach art: art that advocates, encourages or supports opportunities for participation and interaction within a  
community.
dementia: a general term referring to progressive memory loss as well as progressive loss of intellectual and cognitive function  
severe enough to interfere with daily tasks of living. 
dignity therapy: a new approach in facilitating the maintenance of patient dignity during end-of-life care that addresses patient  
suffering and distress by allowing opportunity for patients to formally reflect upon and document their life stories. 
hospice: a philosophy and practice that aims to relieve the physical, emotional, spiritual and psychosocial pain of patients facing  
the end of their lives. 
materiality: understanding the inherit potential of a material that can be achieved through the experimentation of making. 
psychosocial pain: a more comprehensive understanding of pain that combines the psychological aspects and the social  
aspects of pain. 
textile sensibility: the impulse of the maker to intuitively use textile techniques—weaving, tying, knotting—regardless of the  
medium. 
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